Introduction
============

Regarding factors that determine appropriate care at the end of life, most studies highlight access to palliative care, treatment objectives (curative vs palliative), the content of care (physical, psychological and spiritual) and the patient\'s and caregivers\' participation in the process [@B01],[@B02].

Among the main causes of poor quality of care are the delay in establishing a diagnosis of terminal illness [@B03]-[@B06], limited discussion with the patient and family to agree upon and change treatment objectives [@B07],[@B08], trends among professionals to provide information regarding unrealistic and often overvalued treatment options, and the difficulties faced by patients who wish to participate in decisions about the treatments they wish to receive at the end of life [@B08], [@B09]-[@B12].

Patients and families have identified good communication as a critical aspect of medical care at the end of life [@B01]. Communication can be improved to enable patients to ask questions that concern them. Questions about sensitive topics, such as prognosis and other issues relating to the end of life, are known to be difficult to address with patients and families [@B01]; however, such discussions are crucial to properly guide their expectations and make it easier for them to express their preferences [@B11].

Similarly, professionals typically find it difficult to communicate with patients and families about the severity of a condition and to consider their options and preferences, especially if they differ from those of the professional [@B13],[@B14].

These difficulties arise in the context of the relationship that professionals have with patients and their families. Specifically, there are often face-to-face communication problems [@B15] and differing expectations in terms of information, communication and participation within the context of the medical consultation room [@B16]. However, although the literature on end-of-life quality is broad, few studies have addressed the most immediate and direct level of care, that is, the clinical encounter, the relationship between the professional, the patient and the patient\'s family *in situ*. In this sense, qualitative methodologies, specifically participant observation or ethnographic study, have become very useful methodological tools.

The objectives of this study were to examine the form of clinical encounter with palliative care and the conditions under which it occurs and to determine the elements of palliative care that are favorable and unfavorable to the visit\'s objectives according to the expectations and feelings that emerge during the visit.

Materials and Methods
=====================

Design
------

This was a qualitative case study using ethnographic participant observation and content analysis [@B17]. According to the Polit and Hungler classification, case studies are in-depth investigations of a single entity or a reduced series of entities; the entity can be an individual, but can also include families, groups, institutions or other social units[@B18]. In this study, a case is defined as an observation.

The palliative care team involved in the study is located in a city in southern Spain. It comprised a doctor and a nurse with three and two years of specific professional experience in palliative care, respectively. They are the only palliative care team in the town. They conducted home and hospital visits and attended consultations.

A sampling strategy using logical criteria was used to select participants. The participants included both members of the palliative care team (the doctor and the nurse) and the patients and family members that they attended.

Given the possible context and conditions for the observations of selected cases, the following criteria were considered: a) the environment of the end-of-life visit-hospital, home or consultation room, and b) the reason for the visit-first visit or follow-up, requested or scheduled. All of the patients had advanced terminal cancer.

Observations took place in all of the predicted scenarios (home, hospital room and consultation room) and for all reasons for consultation (first visit, follow-up, scheduled and requested). A total of 12 observations were made. Of the patients treated, 7 were men and 5 were women, and all were aged between 47 and 81 years. In all cases, one or more family members accompanied the patient. The cases are described in [Table 1](#t01){ref-type="table"}.

Table 1.Description of observed cases.CaseAgeSexLocation\*Type of visit\*\*Family memberDHC1stFSR**Ob-01**65FxxxDaughter**Ob-02**68FxxxDaughter**Ob-03**62MxxxWife**Ob-04**52Mxxx-**Ob-05**72MxxxDaughter**Ob-06**47MxxxSister-in-law**Ob-07**81MxxxWife**Ob-08**62FxxxSon- and daughter-in-law**Ob-09**75MxxxDaughter and wife**Ob-10**72MxxxWife and daughter**Ob-11**78MxxWife**Ob-12**68FxxxDaughter[^2][^3]

Procedure
---------

Data were collected using non-interfering systemic observation [@B18],[@B19]. The observed interaction occurred between the patients, their families and the professionals in the defined scenarios, which formed the organizing principle of the observations. The study was conducted in June and July 2014.

In all cases, the observer was the investigator herself, and she accompanied the palliative team to the location of the clinical encounter. The investigator\'s role in field work is to participate as an observer without interfering or interacting in the clinical scenario in a manner that could be considered participation. The investigator was introduced in some cases as a professional who accompanied them that day; other times, she was introduced as a member of the team.

The data collection instruments were the observation record and the field notebook.

The observation record was organized around six items: previous contextualization (observation situation, relevant previous data, reason for visit); description of the observation scenario (type of scenario; sketches of the surroundings); non-verbal interaction (non-verbal communication of the participants, use of space); verbal interaction (the treatment dispensed, subject of conversation, language used, silences, specific questions, responses, emotional expressions); incidents (interruptions); and later contextualization (satisfaction/dissatisfaction, mood at the end of the interaction).

Data analysis
-------------

ATLAS.ti 6.2^®^ computer software was used for data analysis. The content analysis strategy was followed [@B18]. First, we proceeded to organize the primary documents to create the hermeneutic unit. Primary documents were created using a dump of the information that was collected in the field notebook, and each observation in an identified case was represented by an alphanumeric code. After the allocation of the primary documents, a series of theoretical categories was established a priori according to the dimensions established in the observation record, which helped to organize the codes derived from the analysis of observations into families.

Citations were identified in the primary documents and then coded, incorporating the codes that emerged from the analysis of the observation texts. The identified codes were grouped according to their characteristics under theoretical categories that were established *a priori*. The most complex categories were organized into subordinate concepts called sub-categories. The categories and sub-categories were the following:

1\. General scenario-Home setting and hospital setting

2\. Observation scenario-Home visit, hospital, consultation room, first visit, follow-up, on demand, scheduled

3\. Participants-Doctor, nurse, patient, family member/primary caregiver, observer, hospital team, other family members

4\. Prior context-Information team (sharing information, preparing for visit); purpose of visit (implicit, explicit)

5\. Expectations-Visit content (technical activities, information, support, advice); participants

6\. Local scenario-Environmental characteristics; spatial distribution of the participants; home bedroom, hospital room, consultation room

7\. Interaction-Verbal, non-verbal, subject, participants, incidents, general treatment, posture, physical expression, emotional expression, communication, feedback, questions, responses

8\. Subsequent context-Effect of interaction, resolution of the visit, evaluation of the team, satisfaction, dissatisfaction, mood

The cross-categories used for the segmentation analysis were the scenario, observation situation and participants. To determine favorable and unfavorable conditions, the previous context was taken into account, along with the expectations and subsequent context of the visits.

The ethics committee authorized the project in general (PI-0670-2010) and specifically approved the field work by receiving authorization from the management of the hospital in which the palliative care team was located and the consent of the participating professionals.

Throughout the research process, any data that could identify the participants, professionals and patients was omitted; consequently, the name of the city in which the study was conducted was omitted because there is only one easily identifiable team in that city.

To improve the study\'s reliability, data creation was controlled, as was the information recorded in the field notebook; the different types of notes (observation, methodologies, analysis and personal) collected in the observation record were distinguished. Mental and written notes were taken during the observations, and over the following 24 hours, an objective description of the observation was developed to distinguish the recorded data from the investigator\'s interpretations and reflections. The descriptions, analyses and results were subject to triangulation among researchers to ensure auditability and credibility.

Results
=======

Activities performed over the course of the clinical visit and the actions of the main actors (doctor, nurse, patient, family members)
--------------------------------------------------------------------------------------------------------------------------------------

The observed visits were part of the palliative care unit\'s usual activity. The visits primarily took place in the patient\'s home and were scheduled; they were primarily follow-up and first visits.

The descriptions of the observations regarding operation of the team highlight the strong role of the doctor, in contrast to the limited participation and absence of initiative on the part of the nurse, whose role was limited to helping and accompanying the doctor.

In all cases, the patient took center stage when the action began. The patients generally responded to what was asked, recounting their symptoms and occasionally making comments about how they felt or what they thought of their situation:

\"The patient openly shows their expectations of finding relief from his/her difficult situation with pain.\" (Ob 03)

*\"The patient starts speaking very rapidly about his/her current state and detailing his/her main concerns. He/she appears very nervous and uneasy.\"*(Ob 07) *\"The patient says he/she is tired of taking so many pills, that he/she knows they will not lead to a cure and prefers to be calm and at ease\...\"*(Ob 09)

Regarding the family members, there was always one (usually the wife or daughter) who served as the primary caregiver. The most common form of participation was providing information about the patient\'s daily life and reporting special circumstances.

*\"The main caregiver is her daughter\... she takes us out to the hallway because she does not want her mother told that it is getting worse, saying that she will not be able to handle it.\" (Ob 02)* *\"The caregiver is his wife, who has no knowledge of how to treat him at home, stating that he is too sick to be there. The patient, in turn, wants to be at home.\"*(Ob12)

Regarding the participants\' activities and actions, the observations revealed the existence of routine activities that focused on symptom control as the main (sometimes only) topic. Other topics included information and advice about therapeutic guidelines and care and listen to and providing advice regarding the patients\' and family members\' concerns.

*\"The doctor begins the conversation with the patient asking how she is. (\...) The doctor focuses on the symptoms that cause problems - pain and flatulence - and gives guidelines for better control.\"*(Ob 01)

*\"The doctor changes some drug guidelines and increases the dose of others but above all, calms him\...\"*(Ob 03)

*\"The nurse takes a blood pressure reading and records all data of interest for the patient\'s clinical history.\"*(Ob 05)

*\"The nurse agrees with the patient about some periodic analyses that must be performed, and they agree on the day and time\...\"*(Ob 07)

The scenarios appeared to condition the patients\' experience and the patient-professional relationship. In the home setting, the patients appeared more relaxed and generally exhibited more affective and intimate behavior. In scheduled follow-up visits, familiarity between the patients and professionals was noted.

*\"The patient specifically greets the doctor and nurse with two kisses, saying cheerfully that she is glad to see them.\"*(Ob 01).

In the consultation room, interactions were more formal but still relaxed and comfortable, while in the hospital room, the interactions were more distant and concerned, and the consultation took the form of a typical doctor\'s visit.

*\"The visit was made at the request of the patient\'s family. The diagnosis has just been made, but the oncologist had not informed her of the poor prognosis. Her family wants her to know her prognosis. (\...) The son knocks on the door of the consultation room and upon entering, greets with a \'Good morning, may we come in?\'; then, he goes to the patient, greeting those present with a \'good morning\' . The doctor was sitting, awaiting the arrival of the patient. A relaxed atmosphere is perceived\... The patient is friendly and talkative, but clearly concerned\...\"*(Ob 08)

*\"The visit is conducted in the hospital at the request of the oncology service. (\...) The doctor entered first and greets, saying \'good morning\', then moves on to the nurse and observer, who also greeted with this expression. The patient extends his hand to greet us upon entering, and his wife moved her head as a sign of greeting\".*(Ob 04)

*\"The visit was made at the request of the patient who, after having requested a voluntary discharge, was referred to the palliative care unit. He goes to the consultation room with his wife, so weak he comes in a wheelchair. (\...) The patient is recounting to the doctor his experience during the last hospitalization; his wife is watching him, saying nothing. The patient spoke in a very low voice, speaking slowly, but expressing himself correctly. A relaxed atmosphere is perceived.\"*(Ob 03)

Favorable and unfavorable conditions for achieving the objectives of the visit
------------------------------------------------------------------------------

To determine the situations and features that promoted or hindered the objective of the visits, the previous and subsequent contexts and the expectations expressed or assumed by different actors were considered. Codes and quotes from different scenarios are shown in Figure 1 (home), Figure 2 (hospital) and Figure 3 (consultation room).

Figure 1.Situations that determine whether the visit objective is met: the previous context, expectations and subsequent context of home visits.

Figure 2.Situations that determine whether the visit objective is met: the previous context, expectations and subsequent context of hospital visits.

Figure 3.Situations that determine whether the visit objective is met: the previous context, expectations and subsequent context of consultation visits.

The main purpose of this team\'s visits was follow-up and symptom control. Modifying specific problematic situations (within the social and psychological environment) was not a goal, neither was any other additional action.

The main expectations of the professionals in terms of follow-up focused on ensuring that the patient\'s symptoms and status were stable and managed. At first visits, the expectations focused on obtaining necessary information and ensuring the suitability of treatments to the patient\'s situation.

At requested visits, the expectations changed quite a bit depending on who made the request and where the visit took place. When the visit was requested by oncology for an admitted patient, the team\'s expectations ranged from concern about the patient\'s worsening state and uncertainty about the timing of death. When the request came from a family member, expectations were based on the reason for the request

The expectations of both the family members and the patients themselves were largely unknown to the professionals before the visit. The professionals assumed that concerns revolved around symptom control. However, on two occasions, family members explicitly voiced their expectations about the information the patient should or should not receive. During one visit, the caregiver expressed a desire to not communicate the poor prognosis of the disease to a sick relative. In another case, the family requested a visit in the palliative care consultation room to inform the patient about the poor prognosis of his/her disease

For the patients, interest focused primarily on symptom relief, discomfort and the particularly difficult situation of patients whose states were already well advanced

Among the conditions that could be considered favorable were the patients\' friendliness during the palliative team\'s visit and expressions of gratitude at the end, regardless of the resolution of the problems that arose. In such cases, the information that the family and the patient had appeared to be adequate. There were no questions aimed at gaining additional information or efforts to receive a treatment or additional care.

The conditions that were unfavorable because of their effect on both the patient\'s state and the interaction itself included the following: disease severity and physical deterioration caused by approaching death, unrealistic objectives and concerns among some relatives and a lack of resources to modify the conditions and situations of some patients. The visit routine also possibly reduced the initiative of the professionals to respond to complex problems when they arose.

Discussion
==========

The objective of this study was to determine the manner and conditions under which the clinical encounter with palliative care patients occurred and to describe the elements that are favorable or unfavorable to such encounters based on the expectations and feelings they generate. Systematic observations of the daily activities that occurred during visits from a palliative care team were a useful method for determining the relevance of central aspects of the performed interventions. These observations revealed the difficulties of solving certain problems that the patients and families raised and the conditions under which the team operated.

Regarding the activities that the palliative care team performed, symptom control was perceived as the most useful and effective, consistent with the published literature [@B20]-[@B22]. Interventions focusing on psychological, social and family problems were very rare, as was the use of assessment tools that facilitate care in complex situations. However, these shortcomings did not impair the satisfaction of the patients and their family members. It is worth asking whether meeting the requests of the severely ill patient and treating them personally or following a set of visit guidelines represent favorable conditions that improve the state of the patient and their family, even when such approaches do not solve their problems.

The therapeutic effect of doctor/nurse-patient [@B17] relationships is amply demonstrated in the scientific literature; however, it is worth asking whether such relationships, though necessary, are enough to meet the needs of terminally ill patients. Good intentions are not enough, and palliative care teams multidisciplinary by definition precisely because of the need for a comprehensive approach to caregiving at the end of life [@B20],[@B22].

In this sense, it should be noted whether the team structure and the relationship between the professionals in our study are appropriate for the development of this type of care. As noted in the technical literature [@B23], palliative care can be administered on at least two levels: the basic level (provided by teams of primary care doctors and nurses, general hospitals and nursing homes) and the specialized level (services whose primary activity is to provide palliative care by combining a multidisciplinary team with an interdisciplinary approach). Thus, whatever forms the human resources and level of care takes, in palliative care, the constant formula and standard of care is teamwork [@B24]. The structure and the hierarchical relationship of the team observed in this study suggests a basic level of care; however, because the team is specifically designated as providing administering palliative care, it should be structured and operate at an advanced level. The absence of other professionals on the team is a significant limitation to providing a comprehensive response to the needs of patients and their families and could explain why the team\'s activity focused mainly on controlling symptoms.

Moreover, regarding the relationship between the professionals, the nurse\'s lack of initiative both in providing specific information to the patient and caregiver and in care planning was surprising. Specifically, regarding the responsibility of the nurse, the reviewed literature refers to various types of activities and functions, including the responsibility for referring patients for palliative care [@B25], planning care with consideration for individual needs and continuity [@B26], serving as an expert in the physical assessment and evaluation of pain and other symptoms, directing care for the patient and family members and providing knowledge of the tools included in the care plan [@B27]. However, other studies report barriers to achieving a good level of quality in such care [@B28]. Among the difficulties noted are a lack of time, the work methods, professional autonomy [@B29], and a lack of training and specialization [@B30]. Therefore, it is possible that the nurse\'s actions and the hierarchical relationship within the team could be explained by a lack of specialized training on the part of both the nurse and the doctor, as in Spain, this medical specialty is not yet been fully developed.

In this sense, it is necessary to note the importance of strengthening communication channels to facilitate the transfer of information, collaboration and coordination among health professionals, which would have a positive impact on patient outcomes [@B31].

Finally, it should be asked whether the (geographic) location in which one dies is decisive in determining whether one type of care or another is provided. According to the literature on this topic [@B20], [@B32]-[@B35], it can be said that in Spain, differences in the development of palliative care among territories is an indicator of the existing inequality in end-of-life care.

Considering the use of qualitative methodology and the fact that only a single palliative care team was evaluated, caution should be taken when generalizing this study\'s results to other contexts. However, a great number of different situations were analyzed, and the data analysis ended after theoretical saturation was reached.

Conclusion
==========

The results of this study suggest that home visits from basic palliative care teams play an important role in patient and family well-being. However, the team configuration and the available resources can force care to focus mainly on controlling physical symptoms.
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